African-Americans and Blacks have low participation rates in clinical trials and reduced access to aggressive medical therapies. Hematopoietic cell transplantation (HCT) is a high-risk investigational but potentially curative therapy for sickle-cell disease (SCD), a disorder predominantly seen in African-Americans. We conducted focus groups to better understand participation barriers to HCT clinical trials for SCD. Nine focus groups of youth with SCD (n=10) and parents (n=41) were conducted at three sites representing the Midwest, South Atlantic and West South Central US. Main barriers to clinical trial participation included gaps in knowledge about SCD, limited access to SCD/HCT trial information and mistrust of medical professionals. For education about SCD/HCT trials, participants highly preferred one-on-one interactions with medical professionals and electronic media as a supplement. Providers can engage with sickle cell camps to provide information on SCD/HCT clinical trials to youth and local health fairs for parents/families. Youth reported learning about SCD via computer games; investigators may find this medium useful for clinical trial/HCT education. African-Americans affected by SCD face unique barriers to clinical trial participation and have unmet HSCT clinical studies education needs. Greater recognition of these barriers will allow targeted interventions in this community to increase their access to HCT.
INTRODUCTION
Sickle cell disease (SCD) is an inherited red blood cell disorder caused by abnormal hemoglobin. Persons afflicted with SCD are subject to painful crises, life threatening infections, progressive organ damage and premature mortality. In the United States, SCD primarily affects individuals of African descent and 1 of every 400 African-American newborns has SCD. Because of the complicated nature of the disease and its potentially devastating consequences, it is generally recommended that children with SCD participate in comprehensive care programs. The major features of SCD management include prevention and treatment of acute manifestations as well as interventions to delay or prevent chronic organ damage.
Hydroxyurea which, promotes hemoglobin F production and interferes with sickle hemoglobin polymerization within the red cell has proven efficacy in patients with recurrent SCD related events, including pain crisis and acute chest syndrome. [1] [2] [3] [4] However, it is mildly myelosuppressive and fears of leukemia and infertility as complications and problems with adherence with daily dosing have limited its widespread use. [5] [6] Chronic red cell transfusion, aimed at dilution of sickle red cell hemoglobin, is also effective therapy but may lead to iron overload and allo-immunization. [7] [8] [9] [10] Cure of SCD using gene therapy is an area of ongoing research.
Hematopoietic cell transplantation (HCT) using a related or alternate donor is a novel and potentially curative therapy for SCD. [11] [12] [13] Barriers to widespread applicability of this treatment modality have included risks of early and long-term toxicity and uncertainty expressed by clinicians regarding appropriate selection of patients. 11, 14 Lack of a suitable HLA-identical donor has also been identified as a major barrier to HCT. 11 The increasing options among treatment strategies available for children with SCD presents a challenge in choosing the best treatment option for an individual patient. 15 In general, African-Americans have incomplete access to intensive medical therapy across a broad spectrum of medical conditions. 16 Reasons for this include limited access to health care expense coverage, socio-cultural factors, suboptimal access to information, and health care provider bias. [17] [18] [19] African-American participation in clinical research and clinical trials is low in general, 17, [20] [21] including trials specific to SCD 22 . Low participation can threaten the generalizability of research findings to these populations, especially when the disease of interest is over-represented in this minority group. Using focus groups, we explored barriers to clinical trial participation perceived among the African-American and Black population, both in general, as well as specific to clinical trials that offer HCT as a treatment option for SCD. A secondary goal of this study was to identify optimal ways to communicate information about clinical trials to the African-American and Black population.
MATERIALS AND METHODS

Focus Groups
This study employed social science research techniques, using semi-structured focus group discussions to obtain qualitative data in a systematic and verifiable manner. The value of qualitative research lies in the particular description and themes developed in context of a specific site. 23 The goal of a focus group is to gather opinions and attitudes from a targeted sample of a population. The intent of qualitative inquiry is not to generalize findings to individuals, sites or places outside of those under study 23 but rather, to provide understanding from the respondent's perspective 24 .
The study was conducted by the National Marrow Donor Program ® (NMDP), a non-profit organization that facilitates unrelated donor and umbilical cord blood HCT through an international network of 170 transplant centers, 50 donor centers, 37 cooperative donor registries, and more. Focus group participants were recruited by HCT physicians, nurse coordinators, and social workers at three comprehensive SCD clinics near or affiliated with the NMDP network transplant centers: University of Illinois at Chicago, Emory University/ Children's Healthcare of Atlanta, and Children's Medical Center Dallas. These locations were selected based on geographical differences, the population size of the African-American and Black community, and the presence of comprehensive sickle cell programs and active pediatric HCT programs. Participants were recruited through word-of-mouth discussions and distribution of literature at a major sickle cell treatment program in each city. Fliers were mailed (approximately 1500) to potentially eligible individuals who were not scheduled for clinic visits during the recruitment period. Additional fliers were made available in the SCD clinics, at Sickle Cell Education Day (150 attendees), and the SCD Transition Fair (number of attendees not known). Potential participants were instructed to contact a central screener by telephone.
Eligible participants included: (1) African-American and/or Black parents of children, ages 2-16, with SCD; and (2) African-American and/or Black youth, ages 12-16, with SCD. Separate focus groups were conducted for parents and youth. Only one person per household was allowed to participate. Individuals unable to read and understand the English language were excluded from the study. Four potential participants were found to be ineligible via the screening process due to: no real pain episodes in the last 2 years; contact was not the primary guardian (grandparent); schedule/job conflicts; and parent with child with SCD age 1.
The focus groups were conducted in hotel meeting rooms near the hospital facilities and were accessible by public transportation. The environment was conducive to sharing, listening and responding. Incentives were provided in the form of modest-value gift cards and travel allowances. For the parent focus groups, participants received a $75 gift card and $25 travel allowance. In regards to the youth groups, participants (youth) received a $50 gift card, a parent received a $25 gift card and $25 travel allowance.
An African-American professional facilitator conducted the focus groups while a health services research professional from NMDP took notes, distributed gift cards and provided general assistance. A social worker from the NMDP was also present at the discussion site to provide counseling to participants as needed. The parent sessions each lasted two hours while the youth sessions lasted one hour. Parent and youth semi-structured discussion guides designed by the study team were used by the focus group moderator to elicit responses from study participants.
Elements of the focus group discussion guide including how to initiate the discussion and key focus group questions are presented. The focus group discussion guide served to foster an environment of trust and open communication among focus group members and the moderator and review participants' rights prior to addressing key research questions ( Table  1 ). The key focus group questions were provided to the moderator to ensure that research questions were addressed, the focus group stayed on track and the discussion naturally progressed from easier questions to potentially more challenging questions ( Table 2 ).
The study was reviewed and approved by the Institutional Review Boards of the NMDP and the three participating centers. Informed consent was obtained from the parents or guardians of the youth participants and from the parent participants.
Data Analysis
All focus group sessions were audio taped and transcribed by the moderator. Qualitative analysis was performed to summarize data into relevant themes about barriers to participation in SCD focused clinical trials, including HCT, and to identify optimal ways to communicate information about clinical trials. Notes taken during discussion were compared with transcribed content. Data from all transcripts were reviewed and sorted by three independent sources experienced in content analysis to identify consistent themes. Themes were identified through an iterative process by building categories (themes) that were mutually exclusive and exhaustive. Subcategories were identified to allow for greater discrimination and differentiation. 24 The reviewers independently conducted thematic analysis for saturation of categories of interest and repeating themes and patterns, as is recommended for qualitative data analysis. [25] [26] [27] Themes were then compared for consistency and to resolve discrepancies in meaning. 24 In this paper, participant quotes are used to support key themes and to show the diversity of opinions gathered during the focus group discussions.
RESULTS
Nine focus groups were held in Chicago (one adult and one pediatric group), Atlanta (three adult and one pediatric group), and Dallas (two adult and one pediatric group). Overall 41 parents and 10 youth with SCD participated (ages of enrolled participants were 12-16). Among participants, 80% were adult (93% employed), 98% were insured and 80% lived within 30 miles from the medical facility (Table 3) .
We report content analysis dominant themes on three main areas: the perceived barriers to clinical trial participation in general and in particular HCT as therapy for SCD; gaps in education of SCD; and respondents' preferences for clinical trial education.
Parent Groups
Barriers to SCD Clinical Trial Participation including HCT clinical trials (Theme I)-Overall, respondents agreed that certain barriers prevented clinical trial participation. These included: limited access to sufficient information and resources, perceptions of HCT risks as high, and lack of trust of medical professionals. Additional responses related to Theme I are reported in Tables 4 and 5 .
Access to information/resources: Limited access to information and resources about SCD clinical trials was cited by almost all participants. Financial constraints also hindered parents' ability to take time off from work to support their child's participation in clinical trials.
Respondents expressed concern regarding access to accurate, up-to-date information about SCD, treatment options, and the implications of sickle cell trait. The stigma associated with SCD trait and the disease was as a barrier to open communication among families and communities. For most families, little or no information about trait was shared. Sample comments related to this theme included: "I don't think they're available. I think if they asked us to do them I think we'd be more willing to participate… I know I would if I was asked because I would have done that one that she mentioned. If they'd asked me I would have done that because I feel that's something I would like to know." "I was familiar with Sickle Cell Disease; however I didn't know I carried a trait."
"I knew about the disease. I knew it was kind of along the line of cancer, but I never had any reason to research it or read about it. But I had heard about it, but it didn't impact me until my daughter had it." "I'd say lack of public knowledge. There's no, I don't see the commercials, like the cancer."
Perceptions of HCT:
Lack of information about HCT as a potential therapy for SCD was identified as a barrier to participation in clinical trials investigating HCT. The majority of participants had heard about HCT. Parents learned about transplant from a variety of sources including medical staff, media stories, other parents, and health fairs. Some parents conveyed knowledge about the possibility of using a newborn child's umbilical cord blood as a cell source for transplant. Barriers identified in pursuing clinical trials of HCT for SCD included fear of transplant and its complications, concerns about the safety for sibling donors and the length of recovery and costs related with this procedure.
"The doctors don't really tell you any information about it. It's there but I don't think they're active in seeing that you know; maybe you guys should sponsor a bone marrow drive or anything. They don't give you any information. It's not talked about at all." "I think there's a misperception that there's a lack of interest among the African-American population regarding transplants and donor programs. This is the first one I've heard of a clinical trial regarding Sickle Cell Disease and/or bone marrow transplant. And I've been around medicine for a long time." "It's expensive so financial, and your time that you have to take off. We were out, and then she had complications, so she was out of school for a year. We were at home for a year."
Lack of trust of medical professionals:
The lack of trust was brought up as a barrier to clinical trial participation in all parent/adult discussions. Participants spoke of mistrust stemming from historical events and retold family generational stories had influenced their trust of others. They conveyed a fear that health care professionals did not share truthful information at all times and that useful information was concealed when minority patients were seeking or receiving medical care. Some mistrust of the physicians and medical team was tied to the belief that physicians were more concerned about their research work than the well being of the patients and family members.
"There's a lack of trust in medical professionals. Like she was saying, if you look into our history, and I think a lot of people, a lot of black people do not want to, like she said, be tested on, because we don't even do studies that…and some of it is lack of information, not knowing the studies are out there. But I think a huge part of is it not trusting the medical professionals." "I'll tell you why I think a lot of people, well, from my perspective, are rebellious, kind of reluctant about it is because in history we have been used as Guinea Pigs and we refuse to be used as Guinea Pigs, and being that there is not a lot of education and knowledge, or there's a lack of knowledge and education about bone marrow because we don't have the money, we're not in that bracket that can just go out and get it, we don't want to be Guinea Pigs for anybody."
Gaps in Education of SCD (Theme II)-A second major theme was gaps in education and understanding of SCD. This included low awareness of SCD, a lack of knowledge about sickle cell trait, and general misinformation ( Table 6 ).
Low Awareness of SCD: Low awareness about SCD was tied to limited public awareness campaigns. Others mentioned increased need for school systems and day care centers as ways to promote SCD awareness among the public. School nurses in some instances, were said to be unhelpful when SCD youth became ill at school and had recurring extended absences from school. Lack of Knowledge about Sickle Cell Trait: General lack of knowledge and community awareness about sickle cell trait and delay in its diagnosis was also identified by participants as an issue of concern.
"I knew more about it because my biological father had Sickle Cell Anemia and he died from leukemia. And my paternal sister, she also has Sickle Cell Anemia. So from knowing them I knew about Sickle Cell. But I didn't know that I had the trait until I was pregnant with my first child." "I knew that I had the trait but I never thought it was going to be someone else with the trait." "I had no idea about Sickle Cell. I have the trait and I didn't know that until I was pregnant with my son."
Preferences for Education about Clinical Trials (Theme III)-Respondents'
preferences for education about clinical trials included one-on-one interactions with health professionals and multiple formats for conveying clinical trial information such as use of the internet, pamphlets, booklet, and DVDs. To have information in written format and adequate time to review information the doctor or health care professional was conveying was preferred. Further descriptions of educational preferences specific to one-to-one interactions and media formats appear in Table 7 .
"I would like to get the information, maybe a couple weeks before I come in for a doctor's appointment so I could read over and have questions rather than you bring it to me, you talk to me and give me a few minute to read over it and like what's your questions." "For me, I want to talk to the doctor and spend as much time as I can, but I know for sure the doctor has not time to spend with me. It will never happen. So then send me a letter. Explain to me so that I can get much information and the 15 minutes you have to explain what I'm going to get then, so I get both ways."
Youth Groups
Knowledge of SCD (Theme I)-Youth participants were asked to talk about their initial awareness and knowledge of SCD and reported their earliest memories of SCD were associated with needles, pain, medical staff and being in the hospital. Of the ten youth, some did not recall when they first became aware they had SCD, while others became aware of their disease as early as three years of age. There was variation in the degree to which they shared information about their disease with peers. Youth who engaged in SCD camp programs and events hosted by their treatment centers, which gave them exposure to peers with the same disease, expressed feeling comfortable talking about SCD.
"Yeah, I have a friend that she had the trait and her brother also has the trait. So we kind of explained like what happens sometimes. And I'm gone every month, some months, and they ask me why and I told them why, that I get transfusions and stuff." "Yeah, I tell them everything about it, like when we play football, practice and all that, I'll be sitting out sometimes because I can't keep up."
Youth participating in sports appeared more willing to share information about their disease with their teammates who helped them manage behavior to reduce pain crises. The youth were asked to draw pictures or images of what SCD does to the body and to describe their drawing in their own words ( Figure 1 ). Blood cells affected by SCD, images of pain, and physical limitations associated with SCD were expressed. "I tell them it's with the red blood cells that don't carry oxygen. Like they make C's and I say, like they take over your white blood cells so you get tired quicker and faster." "I just drew a picture of a character with Sickle Cell and he's explaining to a person who's asking what happened, that his blood vessels sometimes are in the shape of a crescent and cause a lot of pain." "In elementary school only one of my friends knew. We had a discussion about does anyone have like diseases and stuff like that, (unintelligible) ourselves. And I told everyone that I had Sickle Cell but they didn't really care. Then my friend would wonder why I wasn't there and I told him, and he thought that Sickle Cell was contagious because we were playing a game with noodles and someone tripped me and I ended up biting him in the neck, or on his shoulder. So he had to go see the doctor and they told him it's not contagious or anything. So they just put ice on him because apparently I bit into him really hard."
Awareness of Treatment for SCD including HCT (Theme II)-Youth participants reported in detail information about clinical manifestations of SCD and treatment processes.
Taking medications, staying hydrated, using heating pads, relaxing and exercising regularly were common approaches described for treating symptoms of SCD. Youth expressed perceived benefits and challenges of the following treatments: blood transfusions; Hydroxyurea; EXJADE; and spleen removal.
"When hemoglobin is low, to get a blood transfusion to get high hemoglobin. Then I won't have a crisis." "To make sure you have healthy blood to circulate through your body." "Try to take your mind off the pain and try to think about the things that make you happy and comfortable." "Like three weeks ago. I had a pain crisis in my stomach. My liver was enlarged and it had got swollen." "EXJADE also help with your bone marrow and take away iron. And nothing really happens if you don't take it."
Over half of the youth participants were knowledgeable about HCT as a treatment option and recalled conversations with their parents and doctors.
"My parents had asked about it and I was listening. He said it's usually used for cancer patients and my parents asked because they heard of someone who had cancer and had to get a bone marrow transplant and also had Sickle Cell and afterwards she didn't have any symptoms and eventually that the Sickle Cell kind of disappeared. And they said that was unusual and the consequences afterwards were too high."
"My doctor talked to me when I was in the hospital about it. They found two that are the same. Now they have to contact the people to see if they're willing to do it." "I understand you have to have like a partner to get bone marrow from." "It's like they have to find the exact same blood, like exactly the same blood, and then like they transplant it into you and you still have it but you don't get sick with Sickle Cell as much. You'd probably only have Sickle Cell crises like once every three years." "You are there a long time when you do that."
Youth referred to their knowledge of clinical trials as "tests" or "getting medicine." Youth reported their parents informed them in conjunction with someone from their health care team about the clinical trials.
"They told me about it when I was ten or whatever, because I had my surgery, had my gall bladder removed, and they wanted to try it. So at first when I was in the hospital it was like a placebo or whatever. I had to wait a year to see if that was really what it was." "The advantage of the test was that I would get paid for doing it, but I continued to take the medicine when I'm off the test." III) -Most youth relied on and preferred to get information about SCD and treatment options through personal interactions with their physicians, nurses and parents. Youth who attended SCD camps and health fairs expressed that the comfort they felt in these types of settings helped them to be receptive to learning new information and benefited socially from personal interactions with peers who had SCD.
Preferences for Education on SCD Treatment including Clinical Trials (Theme
"Sickle Cell Summer Camp…, it's just like a regular camp except that it's wheelchair accessible and it has a nurse's station and stuff like that. School Nurse can't tell me if there are other kids w/SCD in school." "I like the camp because I benefit there and I help others there." "Well, it was a cool experience because seeing how I draw and stuff, when we went to the art room for some contest, I won it. And there was a tree house being built and we did the tree house building design. And the other people and me won it and we got to go to like this huge building during the night and we talked to these adults about how to construct the tree house. It was really cool and it was fun. And like we saw a whole bunch of different people and how they act and you had to try to stay mature there. And they tell you its Ok, you don't have to try to act like an adult right now, you can have fun and stuff like that." Electronic media and the internet were effective ways to supplement the information provided by the health care team and parents. Computers games designed to help youth learn about and manage their disease and to feel more positive about their future and themselves were described.
"Make it kid friendly." "Tell why it is important." "Doctor gave me like a CD for the computer that tells you a lot about SC. Watch it once a week." "I prefer a CD. I got one called Slime-O-Rama where you got to answer a question and at the end you get to slime this guy. Like every question you answer you get a slime ball."
DISCUSSION
Identification of barriers to participation in clinical trials may reveal specific factors that can be modified to reduce disparate access to clinical trials for African-Americans and Blacks. The results of our study affirm that African-Americans and Blacks have real or perceived barriers to clinical trial participation and limited knowledge about SCD and sickle cell trait. Responses from the focus group discussions highlight key barriers to participation.
In each of the parent discussions, historical medical events such as the Tuskegee experiment were mentioned. Mistrust stemming from historical events is consistent with findings from previous studies and is cited as the most significant barrier to research participation [28] [29] [30] The length of time the physician spent with the patient was expressed as an indicator of physician concern or lack thereof with the patient's and family members' well being. Many participants including the youth felt that they did not have enough time with their medical doctor.
Many parents had limited knowledge of SCD despite having a child with a diagnosis. Few parents realized that they or their partner had the sickle cell trait until after their child was born. The majority admitted being embarrassed about having the trait and talked emotionally about the silence within family members and the community about the disease or trait. Most participants expressed strongly that the silence within the community could be remedied by SCD public awareness campaigns similar to those related to cancer and by increased efforts to bring together those affected by sickle cell disease and public health and school personnel to collaboratively plan and implement successful health promotion events and campaigns in their communities.
Focus group participants were in agreement about the lack of access to clinical trial information and resources. Additional barriers to pursuing clinical trials offering HCT as a specific treatment of SCD were identified. Some parents indicated they would consider transplant as a last resort. Others associated HCT with the treatment of leukemia and other cancers, and few were aware of its curative potential for SCD. A majority of the youth participants had heard about HCT as a potential treatment option and were aware that the treatment option had risks.
Both parent and youth groups had similar preferences for education about clinical trials including those specific to HCT. Both groups talked about electronic media (e.g., DVDs, video clips) and the internet as effective ways to supplement and reinforce the messages from the medical team. Most of the youth preferred to get information about SCD and treatment options through personal interactions with their physicians, nurses and parents. Those who attended SCD camps and health fairs found these environments receptive to learning new information and enjoyed the personal interactions. Not all youth participants had attended SCD camps. One site made creative use of a computer video game to educate patients about SCD. Overall, one-on-one interactions between parents, youth and healthcare professionals were highly preferred.
Our study has limitations. The voluntary nature of the study and inclusion of sites with SCD comprehensive clinics that run research protocols presents an opportunity for bias regarding the population represented in the focus groups. In general, participants were educated, employed, and had medical insurance benefits. It is likely that children with SCD from households with lower educational and socioeconomic status face more barriers and less exposure to clinical trials than was identified in our study. Also, due to low youth enrollment some responses in that age group may not be representative and further research is still needed to facilitate youth participation in SCD clinical trials.
Participation in clinical trials by affected individuals is critical to improving treatments for serious disorders such as SCD. Our study findings suggest that African-Americans affected by SCD face barriers that hinder clinical trial participation and have unique informational needs about clinical trials in general and HCT clinical studies specifically. Medical professionals can engage with sickle cell youth camp or Sickle Cell Education Day management to provide information on SCD/HCT clinical trials to youth and local health fairs for parents and families. Youth learn about SCD from games; investigators may find this medium useful for clinical trial/HCT education. Greater recognition of these barriers will allow clinicians and public health officials to target interventions to further improve patients', families' and the communities' understanding of SCD and its treatment options offered through clinical trials. • What are some of the benefits you see of participating in this study?
• What are some of the risks you see of participating in this study?
• What are your questions or concerns about participating in the study?
Focus Group Ground Rules
• It is important that you give your honest opinions.
• You have the right to not answer any questions by saying pass or you can stop the interview at any time.
Disclosure and Participant Introductions
• This will be an informal discussion and you may use your first name only or may choose another name to go by so all participants can remain anonymous and all responses will be kept confidential.
• It is important that you keep fellow participants and their comments confidential. So to get started please share: Focus Group Responses: Perceived Barriers to Clinical Trial Participation (Theme I)
Access to Information
Personal Awareness 1. "I don't think that we're really approached as much. Say for instance if you're at the doctor's office and there's some information, it's kind of hidden away. Even the billboard that's up about the clinical trial that we can participate in. We're so focused on let's get in here and get out because we've got this to do, you're not taking the time to read that. Most of us with the disease, you're not taking the time to inform yourself as much…you're just trying to deal with it every day and until you're faced with that situation, because every case is so different, you're trying to get through the day. You're trying to say Ok, I hope that I don't have to deal with this boss to ask for this time off, to, so you're just trying to deal. You're not taking the time to educate yourself. So I don't know how the clinical studies are, how they choose the people to be in them, but I know that I haven't been approached. A lot of times I'll hear from a friend oh, I got some information about a clinical trial, and the only reason they want to participate, whether it's Sickle Cell or not, for the money. So I don't know why we're not approached, but if it's because information is out there, we're overlooking it."
Public Awareness
2. "One of the things I think about is…they have no like agents that will go out there and really, like lack of education would be one thing. Variation in information provided 5 . "Mostly written. The first time they approached me about the STOP study I was not given any information and I requested to see the statistics and what's going on. So it was mostly written stuff that they gave me." 6. "I don't think it's harder. I don't think we're approached because it's not, I don't see it…my personal opinion, that like we're not important to some extent. Like you know, it's not a disease important enough, serious enough, but it's very serious. And I don't think with the lack of information that's even given to us as the parents or the ones that's going through it that no one comes to take the time to listen to what you have to say. You know, we don't want to just be approached for questioning, but understand what we go through on a daily basis."
Health Literacy
7. "Sometimes we can't understand it. Sometimes you need to write it in laymen's terms and not in such technical language." Education 8. "Mine's piggyback on her. It's education or lack of education. And I'm not meaning just in our own field of Sickle Cell, but the majority of us, our education level is not that high, so they don't know what to ask, they don't know where to go. They don't know what to look for due to education, their lower education standards."
Economic Factors
9. "Because there is, I would say resources. If we as African-American people don't have the access to Internet or the access to what we feel like is good information compared to our white counterparts where they get good information, I think that causes us to back up…I would say good information is where you can get the whole fact and not hiding any side effects or hiding what this drug is produced from."
10. "Most of us with the disease, you're not taking the time to inform yourself as much…you're just trying to deal with it every day and until you're faced with that situation, because every case is so different, you're trying to get through the day. You're trying to say Ok, I hope that I don't have to deal with this boss to ask for this time off, to, so you're just trying to deal." Trust 11. "I don't know, like I like to be around older people, you know, age comes wisdom, and they will say a lot of times that the government used to do different stuff on minorities, so they still have that mindset. And a lot of times that mindset filters down to your children, so a lot of times you're more hesitant to jump into something because even though you know in the back of your mind that's not true, but Grandma said long time ago that that was something that was done. So we're not very receptive to…we say let them try it, if it work for them then…"
12. "Just whether Hydroxyurea would be an option instead of transfusions. They wanted to see if it worked. (unintelligible) and all those types of things. I think he was basically…I didn't feel comfortable doing it because the doctor, it just seemed like he wanted to be the first one to see that the connection to Hydroxyurea worked better than chronic transfusions, so it just…"
Geographic Distance
13. "Well, a lot of time they have it in different cities or something and it's hard for us to get to them, get to clinical trials and stuff like that." Table 5 Focus Group Responses: Perceived barriers to HCT as a treatment for SCD (Theme I) Table 6 Focus Group Responses: Gaps in Education and Understanding about Sickle Cell Disease (Theme II)
Lack of Knowledge and Education About Bone Marrow
Awareness of Disease
